TABLE 1 Child semi-structured interview guide
	1. Can you tell me what is cystic fibrosis (CF)? Describe it in your own words.

	2. Can you tell me what it has been like for you to have CF?

	3. What are the hard parts about having CF?

	4. Can you tell me how CF affects your life?

	5. What kinds of emotions/feelings have you ever experienced related to your CF? For example, have you ever felt mad or sad or worried about having CF? Can you tell me about those times?

	6. What do you think is important to know and do so that you can take care of your CF on your own?

	7. What is it like to talk about your CF to your doctors and nurses? Family? Friends? Teachers?

	8. What information do you need to have about medicines and other treatments such as seeing a physical therapist or a psychologist to feel comfortable taking care of your CF on your own?

	9. How have you learned about your CF and how to deal with it? Did you learn about CF from a specific person? Tell me about that.

	10. What services or help would you like to have help you manage CF?

	11. How have you learned about emotions/feelings related to CF (i.e., sadness, anger, worry) and how to deal with those emotions/feelings?

	12. What services or help would you like to have available to help you with emotions/feelings related to CF (i.e., sadness, anger, worry)?

	13. Can you tell me about any difficulties you have had learning more about your CF and how to deal with it?

	14. What do you need to know about your CF in general to feel ok taking care of your CF on your own?

	15. If you had to tell someone else about how to deal or cope with their CF what would you tell them?

	16. Of the kinds of treatments that you might have been given or offered – including medication, physical therapy, or psychological therapies – are there some kinds of treatments that you are more likely to try than others?

	17. Have you had any trouble getting treatments such as physical and psychological therapies?

	18. Can you tell me about any problems you have had getting help to deal with how CF might impact your everyday life?

	19. How would you feel about getting information on ways to cope with emotions/feelings related to CF (i.e., anger, sadness, worries) from a program on the Internet?

	20. Would you be interested in being able to connect or talk with other young people with CF on an Internet program?

	21. Would you want to connect or talk with other young people with CF if it as monitored by a health care professional (e.g., social worker, nurse)? The health care professional might check in time to time to make sure everyone is safe in the discussion for example.

	22. What would help or stop you from using this kind of Internet program on a regular basis.

	23. If an Internet program was created to help young people like you cope with CF and the emotions/feelings, what do you think would be important to include in the program?

	24. Is there anything else you would like to tell us about what you think is important to know?

















TABLE 2 Characteristics of child, parent, and health care provider participants

	Children (n=5)
	Frequency (n)

	Gender
     Male
     Female
	
1
4

	Age
     8-10 years
     10-12 years
	
4
1

	Comorbid Condition
     None
     Health
     Mental Health
	
2
0
3

	Parents (n=7)
	Frequency (n)

	Gender 
     Male
     Female
	
5
2

	Age
     30-40 years
     40-50 years
	
6
1

	Education
     High School
     Some university
     University diploma
     University degree
	
2
2
2
1

	Employment status
     Self-employed
     Part-time
     Full-time
     Unemployed
	
1
3
2
1

	Household income
     $50,000-$99,999
     $100,000-$499,999
	
3
4

	Living Setting
     Urban
     Rural
	
6
1

	Health Condition
     None
     Physical health
     Mental health
	
3
1
3

	Health Care Providers (n=4)
	Frequency (n)

	Gender
     Male
     Female
	
1
3

	Age
     30-40 years
     40-50 years
     50-60 years
	
2
1
1

	Profession
     Nurse
     Social Worker
     Dietician
     Physician
	
1
1
1
1

	Time working with CF patients
1-4 years
5-9 years
     10-14 years
     15-19 years
      > 20 years 
	
0
0
1
1
2





TABLE 3 Direct quotes from participants
	Theme
	Quotation from Participants

	Challenges Living with CF
	1. Child-1: “There have been times when we have talked about staying in the hospital for a week or so and I started crying because I don’t want something bad to happen.”
2. Child-3: “Sometimes I feel sad because I get left out in a lot of things and its harder to do things… Sometimes when my friends are out playing, I have to stay inside and do my treatments and I can’t go outside right away. So, it kind of makes me feel left out.”
3. HCP-4: “I think the other thing that probably comes into play would be the thought that, ‘I’m a child that has this illness and I’m putting a strain on the parents’, maybe hearing things like, ‘We can’t go to see your sibling’s game because I have to do your physiotherapy’, that kind of thing. I think there’s probably a bit of guilt in that as well, that they are the cause of some extra stress in the family, not just for themselves.”
4. Parent-1: “She definitely has days where she feels down, and she has days where she just doesn’t want to do her treatments…This is something that really you can’t take a break from. I would say, the times when she feels the most down, it is always sort of this balancing act. Physically this is going to help her be better, but mentally is she in a place where it would be better to just say ‘Okay we’re not going to do this treatment right now’. And like try to help bring her mental state to a happier place. That’s the juggle.”
5. HCP-1: “I think the main one is kind of the added responsibilities and time restraints. Because they have to do, you know, medications and treatments. So, I think that would be the major challenge that they have. Those [treatments] added on to an already busy life.”

	Building Independence
	6. Child-5: “I need to know how to do my treatments and how CF affects me and what my medications are for and my doses. I need to do my treatments, pills, try and stay positive, and need to do tube feed so I can gain weight.”
7. Parent-6: “I think she needs to understand the value of each medication and each treatment, what each treatment and medication has and the impact it has on her life. She also needs to understand that it is a long-term result and that the efforts made today can’t be measured between treatment to treatment, and it is a long-term result, not a short-term one.”
8. Parent-7: “It is just been like ‘Okay the next thing we want him to master is putting the medication in the neb by himself’, you know? And it has been like years of step-by-step-by-step so that it is not overwhelming for him to do everything all at once. We really started at like when he was a toddler, and could shake his inhaler, little things like that we started when he was a toddler, because he wanted to do it by himself. And so we started at that age and it’s just been kind of drops in a glass and eventually it is all full… It is all over time.”
9. HCP-4: “We’ve had some parents that don’t want us to be open with the children, that don’t want us to say everything, and some don’t want their child to know that this is a condition that is going to shorten their life…I don’t think that is helpful. I mean, it may be a hard conversation to have, but its better that they have an idea about that because they are going to hear it at some point.”

	Coping
	10. Child-3: “I’ve heard about other people with CF… And I have a friend who has Lyme disease. And it is easy to talk to her, because she kind of understands what I am going through.”
11. Parent-7: “He talks to his dad and me very openly about what he is struggling with and what he thinks we need to change. And just things that he is frustrated with, even if we can’t change it, he will just say like ‘Ugh this is so frustrating’. Sometimes just talking about it helps it be less frustrating.”
12. HCP-2: “In terms of coping tools, as we grow, we learn to cope differently, and we learn to cope in different ways. And I think it is also affected by the parents, and if the parents are coping in a positive way, then we know the kids will copy that same technique.”

	Bridging Gaps in Services 
	13. HCP-2: “I think we come into the picture a bit too late, when there is an issue with mental health, right? And then a social worker or a clinic nurse having that first point of contact, then I think it comes up. We tend to teach in a reactive manner… I think that we as healthcare professionals always focus on the physical aspects that we can treat…The mental scan often gets left to the backburner, and gets left to when it is too late and when a family or a person is in a crisis… I think we tend to focus pretty heavy on the physical and the medication and importance of that and we tend to forget to encourage those other therapies or activities that do give a sense of normalcy, that do give a positive sense of coping. We forget to put as much importance on those as well.”
14. Child 4: “Well, just to know that they like, know what I am going through… maybe a FaceTiming thing so you could have a private conversation with another person… Maybe you could send little things kind of like texts or emails.”
15. Parent-3: “I think that the mental health aspect of the clinic is missing… Because it is not an easy illness to deal with, and I can’t even imagine being her and being in her shoes and what that feels like. And once they get older and realize the exact route that most patients go down, I think it is hard. I’ve heard a lot about depression and anxiety, and severe issues, and that is so important to be addressed early. I think the earlier the better, because I think the earlier that they can get those coping skills and know that this is normal, that it is okay to feel this way, and this is what I can do to make it feel better… I think it would prevent a lot. But I think that needs to be more of a factor in her CF care.”
16. Parent-5: “I would love for her to be able to talk to other kids with CF about what is going on with them. It is so frustrating not to be able to have her in the same room as another girl the same age as her to talk about what is going on and just to be real, because nobody will understand it the way that they will… I think that would be an incredible way of giving them the support they need. And I know how excited she gets when she sees an older person that has CF. Just the hope and the brightness in her eyes of seeing that, I think that it just challenges any of the dark fears she might be having.”
17. Parent-2: “I think building habits would be great for her to practice. You know, acknowledgement of feelings and possible ways of either talking about them or expressing them, or tactics for dealing with them.”




